Introduction {#s1}
============

Self-management has, since the 1990s, become an increasingly integral part of the UK national strategy to manage people with long term conditions including stroke. The growing recognition of its importance is reflected by its inclusion in key clinical guidelines \[[@R1]\]. Self-management programmes have shown to deliver positive impacts on quality of life and more appropriate use of health resources \[[@R2]\]. However, there is growing concern that self-management programmes are not accessed by those considered "hard to reach" \[[@R3]\], a phrase generally referring to a wide variety of people who have limited engagement with participatory processes \[[@R4]\]. In the case of stroke, a number of barriers have been identified, including physical, cognitive and language limitations, but concerns regarding accessibility for minority ethnic stroke survivors have also been raised \[[@R5],[@R6]\].

Exploring the experience of people from ethnic minorities and stroke within self-management approaches is both appropriate and timely due to current increasing interest in self-management and stroke. As the single most common cause of severe disability in adults in UK, stroke is of national concern \[[@R7]\] with interventions to promote successful longer term outcomes, including self-management programmes, highlighted as priorities in national stroke strategies \[[@R8],[@R9]\]. Within the UK stroke population, there are also clear indicators why the cultural appropriateness of any intervention should have primacy. Minority ethnic communities are the fastest growing sector of the UK population \[[@R10]\] and adults from ethnic minorities, particularly South Asian and Black, are at higher risk of stroke than the general population; the incidence of stroke is twice as high for Black as for White populations \[[@R8]\]. Although research in UK indicates that care provision is equitably provided \[[@R11]\], outcomes reported in USA and New Zealand are reported as poorer for those from minority ethnic groups \[[@R12],[@R13]\]. While equivalent outcome data are not available in UK, there are nonetheless indications that stroke survivors from ethnic minorities have higher levels of unmet needs post-stroke \[[@R14]\] and are less likely to return to work \[[@R15]\], thus indicating some inequity in outcomes relating to longer term management and social integration. As such, it is essential that the development of longer term programmes, such as self-management, is appropriate and sustainable for this growing sector of the UK society.

To date, there is a dearth of exploration on this topic. Recognizing concerns over poorer outcomes for minority ethnic stroke survivors in New Zealand, Harwood et al. \[[@R16]\] developed a culturally and stroke specific self-management programme and found it to be more effective than provision of generic stroke information. However, while culturally adapted self-management programmes have been developed within the UK context for conditions such as diabetes and cardiac disease, albeit with mixed results \[[@R17]\], stroke has until now been overlooked. Furthermore, UK-based programmes of self-management in stroke have not to date been investigated as to their utility and efficacy with stroke survivors from minority ethnic communities.

Kennedy et al. \[[@R20]\] note the importance of considering professional influences on the implementation of self-management programmes and the role of the professional has been demonstrated as key in the perceived success of some, non-stroke, programmes \[[@R21],[@R22]\]. The importance of this is emphasized when the programme is primarily initiated and facilitated by health professionals. This is the case for one such programme, which has emerging evidence of its efficacy \[[@R18]\]. This self-management programme is both individualized and workbook based, drawing explicitly on social cognition theory and the work of Bandura \[[@R19]\] in relation to promoting self-efficacy. The combination of this approach alongside the professional delivery is unique within stroke self-management programmes. In light of the increasing use of self-management approaches in stroke, the uncertainties relating to its utility and efficacy among different ethnic groups and the higher incidence of stroke in minority ethnic communities, the need to explore the appropriateness of currently used self-management approaches post-stroke is apparent. While such understanding could be explored through the participants\' perspective, the call to examine the professional perceptions of the self-management process is particularly pertinent for an approach in which they are both the initiator and facilitator. The aim of this study was therefore to explore the experience of healthcare professionals in using an individualized self-management approach with stroke survivors from minority ethnic backgrounds.

Method {#s2}
======

Design {#s3}
------

As this study aimed to explore the professionals\' experience, a qualitative approach was deemed most appropriate. Philosophically, the research draws on hermeneutic traditions through which exploring and interpreting the experience of the participants was the primary focus of enquiry \[[@R23],[@R24]\]. In-depth interviews allow for an exploration of complexities in people\'s accounts and therefore was the method selected \[[@R25]\]. Interviews were semi-structured and used a broad topic guide to explore; the participants understanding of self-management, the health professionals\' experience of using the self-management programme with stroke survivors from ethnic minorities, its perceived effectiveness, facilitators and barriers. Prompts within the interview further examined the participants\' concept of ethnicity and their role as a professional within the self-management process. These topics were identified through the literature on self-management and ethnicity studies.

Participants {#s4}
------------

Participants were purposively sampled healthcare professionals who were trained and had current experience of using the self-management programme with stroke survivors from minority ethnic communities. A previous unpublished survey had indicated that the number of healthcare professionals who had used the self-management programme with stroke survivors from ethnic minorities was very limited (20%). Subsequently, the amount of experience in its use was not a limitation to participation. However, participants were sampled for a range of professions and working environments. Participants volunteered following an email request sent through the database (*n* = 350) of people who had completed training in the self-management programme and previously given consent for further email contact. A purposive sample of 25 participants was sought to allow for detailed examination of their narratives, while exploring a range of experiences \[[@R26]\]. All volunteers were recruited and participants gave written informed consent prior to being interviewed.

Data collection {#s5}
---------------

Interviews were conducted by the primary author and arranged at a location and time suitable for each participant. They were carried out in homes, University and Social Service facilities. With permission, interviews were audio recorded and lasted 1 h on an average (range 34--100 min). To assist with the interpretation process, additional contextualizing notes were taken during and after, including body language and discussions which arose after the digital recorder was turned off. All recorded verbal data were transcribed verbatim and contextual notes added.

Data analysis {#s6}
-------------

The data were analysed thematically drawing connections within and between participants, while remaining firmly based in the participants words \[[@R27]\]. Atlas.ti (Version 5.2 by Scientific Software Development GmbH, Berlin, Germany) computer software was used to facilitate data management. Initially, all transcripts were read several times and initial thoughts noted. Following this, open coding predominantly at sentence level was conducted. These were later collated to family codes and finally the overriding themes which will be presented (see [Figure 1](#F1){ref-type="fig"} for an example). The texts were then re-read with specific reference to the themes to confirm their appropriateness within context and to look for conflicting examples. The analysis was conducted by the prime author, a sample of transcripts independently coded by a second researcher after which discussion was held to resolve very minor analytical differences and the developed themes were discussed and agreed by the research team. Contextual notes made during the interviews were used to assist with the interpretation of meaning within the analysis process.

![Example of theme development.](tids36_2252_f1){#F1}

A reflexive diary was kept during the study \[[@R28]\]. This was considered particularly important as the researcher has a background in neurological therapy, although at the time of the data collection and analysis was not trained in the self-management programme. The professional status of the researcher was known to the interviewees and impacted positively on rapport building through shared experience, contextual understanding and language. However, the decision to delay exposure to the training programme itself facilitated a lack of preconceptions on either the utility or efficacy of the programme with stroke survivors. Indeed, it also prevented assumptions of shared specific professional knowledge with regard to self-management, requiring participants to explain their understanding of underlying concepts. The study was granted ethical approval by the School of Health Sciences and Social Care ethics committee (Ref 11/STF/03) and all participants have been given a pseudonym.

Results {#s7}
=======

Twenty-six people volunteered, all of whom consented and were interviewed. A summary of the participants is given in [Table 1](#T1){ref-type="table"} in which a range of professions, experience within their profession and in using the self-management approach is illustrated.

###### 

Participants.

  Participant name   Profession                      Years qualified   Years since self-management training   Current work area
  ------------------ ------------------------------- ----------------- -------------------------------------- --------------------------
  Abigail            Rehabilitation support worker   2                 0.5                                    Rehabilitation/Community
  Amy                Physiotherapist                 15                3                                      Acute/Rehabilitation
  Cilla              Clinical psychologist           7                 0.5                                    Acute/Rehab/Community
  Debbie             Occupational Therapist          10                0.5                                    Community
  Farah              Rehabilitation support worker   2                 0.5                                    Community
  Gary               Occupational Therapist          16                3                                      Rehabilitation
  Helen              Physiotherapist                 36                2                                      Rehabilitation/community
  Imogen             Speech and language Therapist   2                 0.5                                    Acute
  Joan               Physiotherapist                 15                2                                      Hyper and Acute
  Kathy              Physiotherapist                 8                 3                                      Acute
  Libby              Occupational Therapist          6                 1                                      Community
  Liz                Physiotherapist                 2                 0.5                                    Rehabilitation
  Lorraine           Occupational Therapist          5                 0.5                                    Rehabilitation
  Lucy               Physiotherapist                 14                3                                      Community
  Mary               Occupational Therapist          12                0.5                                    Hyper/acute
  Martha             Occupational Therapist          6                 1                                      Community
  Max                Physiotherapist                 17                0.5                                    Community
  Milly              Occupational Therapist          7                 3                                      Community
  Nadim              Rehabilitation assistant        3                 0.5                                    Rehabilitation
  Phoebe             Physiotherapist                 5                 0.5                                    Community
  Pippa              Occupational Therapist          5                 0.5                                    Community
  Rachel             Physiotherapist                 8                 0.5                                    Rehabilitation
  Rose               Physiotherapist                 7                 1                                      Community
  Saatvick           Physiotherapist                 11                2                                      Community
  Susan              Physiotherapist                 2                 0.5                                    Hyper/acute
  Wendy              Speech and Language Therapist   7                 0.5                                    Community

Three themes emerged from the data, the first two of which highlight issues deemed by participants to be specific to minority ethnic stroke survivors. First is "what needs self-managing?" which raises issues around the concepts of stroke and recovery. This theme draws attention to the need to consider underlying theories perceived by participants as required for self-management as well as conflicting priorities.

The second theme dissects the idea of self in self-management by asking "who is the manager?" Through this theme aspects of God and agency are presented, alongside complex consideration of the particular significance of family and the professionals themselves.

The final theme contrasts with and in part contradicts the first two in questioning whether the process of self-management is indeed different for stroke survivors from minority ethnic backgrounds at all. "Self-management as a shared concept" illustrates the perception that self-management is both evident and accessible whatever the ethnic background. These themes are summarized in [Figure 2](#F2){ref-type="fig"}.

![Summary of main themes.](tids36_2252_f2){#F2}

What needs managing? {#s8}
--------------------

As participants discussed their experience of using the self-management programme with stroke survivors from minority ethnic backgrounds, the issue of what they were trying to manage was raised as of particular relevance. Health and illness beliefs were perceived by participants as being central to this concept.

### Health beliefs -- stroke {#s9}

Participants perceived that underlying health beliefs of both stroke and recovery were frequently challenging, yet lay at the heart of promoting successful self-management. Farah, e.g. while discussing stroke survivors from her own Bangladeshi community, explained her perception that the understanding of stroke itself was a considerable barrier to engagement with self-management, as stroke survivors had to first comprehend the basics of stroke itself.""But a stroke is quite ... like it\'s fairly new to people ... when you try and explain it to them they find it quite shocking how the brain is in charge of you know their arm or like why they can\'t speak or why they\'ve got the facial stroke, or why they can\'t swallow. So it\'s really like ... it\'s new to them, very new.""

Farah described how this was a frequent position and for approximately half of the minority ethnic stroke survivors she works with this education would have to precede focus on the self-management programme, a view generally supported by other participants.

### Health beliefs -- recovery {#s10}

Other participants noted particular beliefs in the recovery process. Martha, e.g. commented that in her experience pre-existing attitudes to illness held by some people from minority ethnic communities sometimes resulted in rest and care being held as the optimum treatment. Max and Farah among others described their experience that the stroke survivors\' belief in tablets to cure resulted in an attitude that one day they will wake up and the problem will have disappeared. Similarly, Rose and Saatvick highlighted that they are aware their clients, frequently use traditional herbal medications, believing these would result in an effective change in their condition.""Sometimes people\'s medical perception and ideas are very different. So ... I\'ve got patients that you know don\'t want to take sometimes the medication they\'re prescribed because they want to use herbal stuff, and sometimes things are sent over from for example Africa. Or they\'ve got beliefs about family members you know back in different countries, have had similar experiences and they tried this. And ... so sometimes that can be quite challenging because you\'re working from a western medicine point of view and they\'re coming from a very different idea ... and that can be difficult." Rose"

More generally 11 participants discussed their view that stroke survivors from minority ethnic backgrounds frequently held concepts of a "quick fix" to their stroke symptoms which ideally should be delivered by the professionals. Such a view was seen as a challenge for the health professional in promoting the self-management programme, which was seen to require a longer term commitment, predominantly driven by the stroke survivor themselves. As a consequence of these differing attitudes to recovery, the professionals described a clash in approaches between themselves and the stroke survivor resulting in the self-management programme being considered unviable with judgement of potential non-compliance, illustrated in the following extract.""you might get a bit more of an expectation from people from those cultural backgrounds that aren\'t westernised, that you know you\'re the therapist, you\'re the expert in the field, you\'re supposed to fix me ... And in that sense it may be a complete nonstarter, because the idea of it being something that they have to sort of drive themselves rather than having someone else fix for them is not something that goes over very well." Libby"

### Health beliefs -- engagement {#s11}

The issues noted above appeared to pose somewhat of a dilemma for the healthcare professionals. All were able to articulate what they perceived to be individual beliefs which affected the successful application of the self-management programme. Furthermore, the majority recalled that health beliefs were highlighted as a key mediator to self-management in their training. Indeed, Martha drawing on Bandura\'s model of self-efficacy suggested that the self-management approach itself was a useful tool to help overcome the barrier to different health and recovery expectations and beliefs. However, on questioning few health professionals routinely and specifically asked their clients about their held beliefs. Much of the experience they described was based on third party or retrospective reports or even generalized cultural training provided at the workplace. As they discussed issues related to health and illness concepts, participants acknowledged that this was an area they needed to develop for the successful utilization of the self-management approach.

### Health beliefs -- questioned importance {#s12}

One participant presented a contrasting view suggesting that several previously identified "cultural barriers" including health beliefs should be more appropriately reconfigured as "social barriers" which indeed cut across all cultural/ethnic groups. As she describes:""Hmmm ... perhaps ... it\'s not to do with Bengali, it\'s to do with people living in socioeconomic deprivation. And that is what affects their self-efficacy ... and we are muddling it up with their culture or ethnic background ... but living in poverty, does it mean that it\'s harder for you to self-manage your life and what you need and what you want to achieve out of your life?" Wendy"

For Wendy, priorities were frequently not the health beliefs, stroke or its related consequences *per se*, but the wider social factors which influenced the individual\'s capacity to address their broader life condition. Wendy had yet to discuss this with her team nor did she feel confident in her own judgement.

Who is the manager? {#s13}
-------------------

The second theme drawn from these narratives questions the self in self-management, exploring who is deemed to be the "manager" of an individual stroke survivor in their recovery pathway. As indicated in the previous theme, concepts of the "expert" to "fix" were raised. More specifically the role of God/Allah or other deities and family were seen to significantly influence this process. An adjunct on this theme is the professional as gatekeeper to the management process.

### Religious beliefs {#s14}

For nine of the participants, an approach to life which included fatalistic beliefs and the concept that "God\'s will" will dictate the outcome of an adverse health event, were particularly challenging in promoting self-management with minority ethnic stroke survivors. These views were associated with multiple faiths including Islam, Hinduism, Judaism and Christianity.""My understanding is God or Allah kind of has overall control ... not overall control ... but kind of their path is in his hands ... Therefore it\'s almost ... the opposite to this self-efficacy, it\'s the idea that, actually ... you can\'t change situations ... it\'s in the hands of Allah. Therefore, as a result of that, trying to get someone to take a more kind of self-management approach, it can be quite challenging." Pippa"

Despite these challenges, religion/spirituality and prayer were not necessarily seen as a block to self-management and other examples were cited where they worked simultaneously. In one example, Lucy described how prayer acted as a motivator which facilitated the work with the professional.""It\'s more noticeable how Asian population, obviously you know they\'re kind of a bit more spiritual in a way ... And so they will kind of be praying to get better, that kind of thing. So obviously that helps to motivate ... because they\'re wanting to get better ... sometimes it can go the other way as well that they don\'t feel that they need to do anything about it you know. But on the whole you know normally they\'re the ones ... they want to get better and they\'d be kind of doing the praying and they\'d be working with you as well.""

Similarly, participants emphasized that they should not assume that all stroke survivors from minority ethnic backgrounds were religious. Like the health beliefs, participants went on to explain that what was required was an understanding of spirituality and a willingness by professionals to engage in how religion was integrated or not into the lives of the individuals. But, in contrast, spirituality was seen as an already established part of therapeutic models, specifically within Occupational Therapy, and therefore was something with which some of the health professionals were comfortable engaging.

### Family {#s15}

The family was also seen as a central influence on the individual. Overall, the participants felt that the minority ethnic communities they worked with had a stronger sense of family than the Caucasian population and family members were invariably around during sessions. However, the role of the family in self-management was described as complex, both seen as acting as facilitators to the process but also potentially inhibitors. Part of the complexity was deemed to be due to a clash of expectations between the stroke survivor, their family and the professionals.

### Family -- facilitatory {#s16}

Twelve of the participants described their positive experiences of family members supporting the self-management process. A prime example was their willingness to support the individualized goals "hands on" when the therapist was not there, either following activity programmes or encouraging strategies to promote independence. The community-based professionals in particular valued this involvement due to the limited number of visits they were able to complete. But equally, hospital-based professionals such as Joan highlighted the closeness and positive relationships within Asian families and their active support in promoting independence in activities on the ward.""I think the relatives are preferable in my opinion ... in my humble opinion. And I wouldn\'t say that that would work for every ethnic group as well, because um ... I don\'t know, the Gujarati population are very hands on and very there and willing to help ... Also willing to translate, willing to come into sessions, wanting to be there at sessions." Joan"

In another example, Saatvick explained how a stroke survivor\'s goal to walk outside was supported by the woman\'s daughter who walked with her to social gatherings, the temple and shops when the therapist was not present. He went on to describe how in this instance that family assistance was not just helpful but essential as in this particular community, Gujarati, it was not usual for a woman to go out alone.

### Family -- inhibitory {#s17}

Despite these positive experiences 18 participants noted that family involvement was not always beneficial in promoting self-management with the stroke survivor. The most commonly cited concern was the families desire to "look after" the individual and an anxiety at allowing them to challenge themselves to do tasks considered difficult or potentially unsafe. Indeed, three participants (Kathy, Saatvick and Debbie) all commented that "it was a well known fact" that families of ethnic minority stroke survivors want to do too much and thereby limit the potential development of self-management skills, as Kathy describes.""I think the Indian ethnic group with their extended family and you know as soon as someone is sick or ill it\'s the family\'s duty to take care of them and they\'ve got that certain structure with you know the daughters help the mum and ... I know people find it really difficult for the patient in that situation to actually take some control and do things for themselves, because the culture is so strong that you know everyone does things for that person, and it might be offensive to not let them do that for them." Kathy"

It is of note that while some of the discussions in this area were based on personal experience of working with families from ethnic minorities, the professionals also drew on diversity training provided by their employer as a basis for their concepts of family structure and expected behaviour.

This perceived desire to look after relatives post-stroke was deemed to have practical implications on the promotion of self-management. Participants discussed examples of how the family actively prevented the stroke survivor from practising the steps they had identified in their own programme, insisting they rest and take no risks. Furthermore, participants reported the "danger" that family members would offer their own perception of what the individual should try to achieve, limiting the potential for client led goals.

While this challenge was highlighted as frequently associated with ethnicity, often as a consequence of the family members understanding of stroke and recovery, other reasons revolved around the programme itself. Debbie, e.g. suggested that the individualized focus of the programme inhibited her involvement with family members. On reflection, she discussed how wider inclusion was required particularly with family members centrally involved with care provision, as was often the case with minority ethnic stroke survivors.

### Family -- complexity {#s18}

As a contrast to the frequently discussed "over caring family", participants described scenarios where that stereotype had been used as an excuse by the stroke survivor themselves to avoid the hard work of regaining independence. Phrases such as "messy", "clashes" and "internal conflict" were used to describe some of the professionals\' experiences in negotiating effective self-management within the wider familial context.

Highlighted in these discussions was the complexity of inter-generational caring and the changes in familial structures over time. Indeed Clare noted that an individual stroke survivor is only one part of family life and consequently it is essential that professionals understand the complexities of needs and desires of the family more broadly in order to work effectively. However, this scenario created tension for the professionals, for while they accepted that they wanted and to an extent needed the family to support the self-management approach, they were reluctant to increase the burden on carers they perceived as being over-worked, a common reflection particularly for younger female carers. Furthermore, participants noted that they were often reticent in exploring the potential complexities of the family involvement in self-management, as Libby explains:""I don\'t know I\'ve discussed it specifically with any of the people that I\'ve worked with. It can be a bit of a sticky situation to try to get to the bottom of why they\'re not engaging ... and you\'re trying to understand where they\'re coming from without necessarily pressing buttons. It can be quite difficult in a family where there\'s tension ..." Libby"

It would appear that the complexities of competing agendas result in a challenging environment for the professionals to effectively promote self-management. These were particularly highlighted in minority communities where the perceived "rules" of family engagement were not fully understood by the professionals.

### Professional -- gatekeeper {#s19}

The final aspect of this theme throws focus back on the professionals themselves. While the participants in this study had all used the self-management programme with stroke survivors from minority ethnic backgrounds, they expressed concern that some colleagues may be reluctant to do so, based on ethnicity. Kathy, e.g. discussed that held stereotypes such as that of "the culture of everything is done for you" may limit the use of the self-management programme as therapists deemed it unlikely to succeed. Gary further articulated that professionals may "chicken out" of using the programme on the basis of ethnicity. This view was explained in part by reference to the specific expectations therapists may hold, as Gary explains.""clashes of culture ... misunderstanding. Patients\' ideals not fitting with the game plans of the therapists that they\'re working with. It\'s the easy card to pull isn\'t it -- it\'s 'cos he's black, or it\'s because they\'re different isn\'t it?""

For Cilla, work was still required for professionals to break down "it\'s a cultural thing" in order to facilitate the use and development of self-management in practice. Consequently, some professionals were deemed to be the sole managers of the self-management programme by not initiating with the stroke survivor at all.

SM as a shared concept {#s20}
----------------------

The two previous themes have focussed on influences perceived to specifically impact on self-management as a consequence of ethnicity, predominantly negatively. The third and final theme in contrast reflects the expressed view that ethnicity is frequently either a non-issue while facilitating the self-management programme or may indeed enhance the process.

With only two exceptions, all of the participants discussed positive experiences of using the self-management programme with stroke survivors from minority ethnic backgrounds. As Helen stated, "I think it \[ethnicity\] makes no difference at all" which she then followed with several examples across different ethnic groups of how the programme had been effectively adopted. Participants did acknowledge that a lack of shared language could create hurdles, but that the use of interpreters, colleagues, family members and more time could overcome this barrier in most circumstances.

Furthermore, specific features of difference that were raised were often somewhat contradicted by paralleling the experience with the ethnic majority, as demonstrated by Lucy.""Our Asian population on the whole they want to be better but they always feel they need the support of the family to be better. You know they always feel that, you know ... they have the support, they\'d do better ...  you know they do better definitely. Obviously with the White British as well, when they have the support where they\'re really disabled, it really helps". Lucy"

Such dialogues question the "unique" position of difference based on ethnicity previously described.

Indeed, three of the professionals highlighted that not only was the self-management programme appropriate for stroke survivors generally, but it had particular benefits when used with stroke survivors from minority ethnic backgrounds, as Kathy explains.""I\'ve had no difficulties with it \[self-management programme\]. I\'d say it\'s helped even, because for me it\'s allowed me to learn what\'s important for their culture. So you know having goals around getting to church and um ... volunteering for church, and the kind of foods that they like to eat and what time of day they like to eat. So I\'d say it\'s helped me to understand their culture more." Kathy"

The individual focus of the approach was seen to prevent the professionals from making assumptions about beliefs and roles and encourage them to enquire about the individuals\' life in order to facilitate the process of progress reflection and goal planning.

In contrast to the sense that ethnic background had limited influence on the success of self-management, participants also highlighted situations in which it was perceived to actively facilitate the process, specifically focusing on migration histories as Amy describes.""For me it goes back to life history and trials and tribulations. Landing here in the sixties or seventies you have those self-management strategies already engrained in you because it was part of your life before ... If you ask a lot of older Africans or older Afro Caribbean\'s, the underlying core is nobody\'s going to help me unless I help myself. ... so you have to help yourself in order for others to help you." Amy"

Farah, Gary and Amy all discussed this in some detail illustrating how the process of migration itself and the consequent adjustment required to re-form their lives in a new country, was evidence of successful self-management and goal setting. In their view, this armed an individual with a myriad of tools to tackle the management of their life post-stroke and furthermore gave the health professionals concrete examples that they could utilize to facilitate the development of self-management post-stroke.

Discussion {#s21}
==========

The three themes derived from this study demonstrate the complex experience of facilitating an individually directed self-management approach in minority ethnic stroke survivors. On one hand, the majority of professionals who volunteered for this study have successfully, in their opinion, achieved the task. They illustrated a range of examples where not only was the approach successfully integrated into the long term management strategy, but that by using it they were able to draw on the stroke survivors previous experience of self-management, often enhanced by nature of their ethnic status and related experience. The professionals discussed how their over-riding experience was that self-management was not unique to any ethnic group in everyday life and therefore questioned why it should be considered such in illness.

Despite this assertion and demonstration of its general utility, the participants of this study also illustrated examples that contradicted the apparent equity. This contradiction was not in the capacity of the approach to be effectively used *per se*, but in the additional factors which were perceived to relate to ethnicity which were necessary to negotiate. Hence focus is drawn to barriers and facilitators perceived to derive from the stroke survivors and their beliefs, their families, and professionals in achieving effective self-management. Interestingly, these same factors were hypothesized by Harwood et al. \[[@R16]\] as central to the poorer stroke outcomes noted in Maori and Pacific communities in New Zealand. As these issues are now discussed, parallels in the literature will be drawn that either support or question the centrality of ethnicity within this debate.

One example was the challenge in traversing differences in knowledge and understanding of the underlying medical event and recovery. A number of layers were presented in this challenge, from the underdeveloped knowledge of stroke and the role of the brain, to alternative mechanisms of recovery which were deemed to lie outside that understood by the professionals. Such factors have been previously identified in different contexts. For example, alternative explanatory processes of stroke and its recovery have been identified in non-Western communities \[[@R29]\], and poor stroke knowledge in minority ethnic groups is a common research finding \[[@R33]\]. Furthermore, it has been suggested that differences in recovery concepts based on cultural understandings may influence the therapeutic interaction \[[@R36]\] and the role of the professional as the expert has particularly potency in minority ethnic communities \[[@R37]\]. Consequently, there is some support for this finding, albeit not specific to self-management. However, literature also indicates stroke understanding outside of the medical framework is apparent in white Scottish nationals \[[@R38]\] and that recovery is defined differently even within ethnic/cultural groups \[[@R39]\]. Furthermore, these different understandings such as the desire for a "quick fix" are deemed to influence the success of self-management generally \[[@R40]\]. Consequently, it is unclear if the participants of this study are highlighting issues that are directly associated with ethnicity and self-management or alternatively the focus on minority ethnic communities illuminates the very specific nature of therapeutic and medical concepts, the language of which lie outside the everyday experience of many of their clients irrespective of ethnic background.

This study also raises questions about the capacity of professionals to negotiate these potential differences. While the success stories demonstrate this ability, the concerns that colleagues may "chicken out" suggests either a lack of confidence in the skill to do so or the powerful impact of stereotypes on decision-making, a concern previously highlighted \[[@R41],[@R42]\]. Furthermore, the theory outlining the importance of health knowledge within self-management was accepted, yet the information required to support its implementation was either rarely sought or was drawn from generic training on cultural differences. Protheroe et al. \[[@R43]\] suggest that the effectiveness of self-management is dependent on the professionals\' capacity to recognize the clients\' specific information needs and processes of engagement. This study indicates that this individualized recognition is complex and there may be a disconnect between theory and practice which would benefit from further exploration.

A second area highlighted in this study was expressed difficulties in balancing the concept of self within the complexities of other potential managers. The influence of religion in this study mirrors in part related literature. Fatalistic beliefs, often associated with Islam but also relevant in other religions, have been described previously as challenging to active engagement with rehabilitation generally \[[@R44],[@R45]\], although it is accepted that this position has been challenged and the positive role of prayer and individual agency acknowledged \[[@R46],[@R47]\]. This literature and the narratives from the participants would suggest that religion as an influence on self-management is not unique to minority ethnic communities who may or may not be religious, and is furthermore not a barrier *per se*, but requires skilful engagement with which the professionals may or may not feel competent to engage. Previous literature supports a view that such engagement is limited within rehabilitation generally \[[@R48]\]. This study, in contrast illustrated an accepted need and capacity to understand and be respectful of individually held religious beliefs, although the difference between professions as discussed is noted. How professional models and practice engage and incorporate religious beliefs within self-management programmes is an area of further inquiry.

While religion was explored as a potential challenge to agency, in this study it was rather the interplay with the family that was highlighted as the most contentious in promoting self-management. On one hand, there was some indication that the inclusion of the family could positively enhance the self-management process. However, the focus was more concretely placed on the complexities and inhibitory role of the family. The professionals in this study consistently associated this with stroke survivors from minority ethnic backgrounds due to their perceived enhanced familial bonds and complexity of family interactions. Interestingly, the wider stroke field has highlighted positive involvement of families within rehabilitation \[[@R49]\]. How professionals perceive this involvement however is limited, although Brashler et al. \[[@R50]\] note that professionals often view families as "irritants" in post-stroke rehabilitation and Strudwick and Morris \[[@R42]\], specifically focusing on ethnic minorities, note the predominance of stereotypes such as the "caring family" as barriers to meaningful and appropriate professional and family engagement post-stroke.

Discussion of the role of family in promoting self-management in adults is underdeveloped in current literature, although their potential influence both positive and negative is noted in some fields \[[@R51]\]. This limited engagement has resulted in calls for a reconceptualization of the self-management approach to specifically consider a more family inclusive model \[[@R52]\]. The importance of family generally in self-management has been in part acknowledged by the developers of this self-management programme who have recently launched a carer\'s workbook. An examination of its impact on the capacity of the professionals to engage with family members would be of significant interest in this underexplored area. Specifically though, given both the limited literature and complexity of the participants experiences, the interaction between professionals and families from minority ethnic communities should not be overlooked.

As noted earlier, it is accepted that a number of the issues raised in this article are not necessarily exclusive to stroke survivors from minority ethnic backgrounds and also may not be relevant to all. Heterogeneity within ethnic groups is as important to explore as assumed homogeneity. Furthermore, as suggested by Wendy in relation to socioeconomic position and reiterated by Nazroo and Williams \[[@R53]\] and Bhopal et al. \[[@R54]\], ethnicity is only one part of a complex web of influences and further research on how these different factors intersect within rehabilitation and self-management specifically is required.

However, these narratives highlight a number of important issues. Firstly, that professionals do not perceive this individualized self-management programme as being culturally or ethnically exclusive. Nevertheless, issues do arise with the knowledge and capacity to effectively negotiate differences in understanding of stroke and recovery and to fully appreciate and manage the complexity of factors which may influence engagement with the self-management process, particularly relating to the family. These areas require further study in isolation but also within the context of the whole system of self-management, drawing on both institutional processes and patient experience.

Stroke survivors from minority ethnic backgrounds may be "hard to reach" within self-management programmes, but this study suggests that "reaching" them is entirely possible. Furthermore, perceived difficulties lie as much with the professional as the stroke survivor and their wider family and many parallel those identified for stroke survivors from the ethnic majority. Thus, this study highlights a need for self-management programmes to be responsive to the contextualized individual needs of stroke survivors whatever their ethnicity and for facilitators to have the skills to do so. A focus on the skills and capacity of the professional to facilitate effectively is of particular importance in programmes such as the one discussed in this article where they are the gate-keeper for access and the means whereby the programme is delivered.

Limitations {#s22}
===========

It is acknowledged that this study presents only the subjective experiences of a self-selecting group of professionals. Consequently, it neither presents the views of the stroke survivors themselves or the implementation in practice. Both would be appropriate areas of further enquiry. Given that a number of participants discussed their previous involvement and influence of cultural training on their interaction with clients, this would have been useful information to collect and also an area of further investigation.

Conclusion {#s23}
==========

This qualitative study with healthcare professionals would indicate that ethnicity should not be considered a limitation to the use of an individualized stroke specific self-management programme. However, it does highlight barriers to its use, many of which relate to the capacity of the professional to effectively navigate through the differences of understanding once they have been identified. The family is also highlighted as an area of potential assistance and conflict and further work to explore how they can best be incorporated in the self-management process is required. While these issues have been identified as important in the promotion of self-management with stroke survivors from minority ethnic backgrounds, we contend that their relevance is more general.
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